Background Kidney transplantation has been recognized as the best renal replacement therapy option for people with end stage renal disease. With an estimated 170,000 people waiting for a kidney transplant around the world and a limited supply of donor organs, the waiting time is often prolonged for many years. Objectives The aim of this review was to examine the existing evidence of patients' experiences of living on dialysis and waiting for a renal transplant from a deceased donor. Search strategy The search strategy aimed to find both published and unpublished studies through electronic databases, reference list searches and the World Wide Web. Extensive searches were undertaken of the CINAHL, Embase, Medline and PsychInfo databases of published literature, the Cochrane Database of Systematic Reviews and the Virginia Henderson International Nursing Library, OpenGrey and the New York Academy of Medicine databases of unpublished literature. Methodological quality Each study was assessed for methodological quality by two independent reviewers using the Joanna Briggs Institute Qualitative Assessment and Review Instrument checklist. Disagreements between the reviewers were resolved through discussion or with a third reviewer. Results A total of 12 studies were included in the final review. Thirty-seven findings from the 12 studies were extracted and aggregated into 11 categories and then into three synthesized findings. The three synthesized findings were: People who are waiting for a kidney transplant from a deceased donor are affected by the experience of living on dialysis with end stage renal disease and its impact on their physical health and normal activities of living. The experience of waiting for a kidney transplant from a deceased donor impacts a person's psychological wellbeing People who are waiting for a kidney transplant from a deceased donor place value on relationships and being part of a community. The experience of waiting for a renal transplant from a deceased donor while living on dialysis with end stage renal disease changes a person's relationships. Conclusions Synthesized findings of the review conclude that people who are waiting for a kidney transplant from a deceased donor live with the physical effects of a life limiting chronic illness and dialysis therapy. Waiting for a kidney transplant is psychologically challenging. People waiting for a kidney transplant value knowledge, although the information they require to alleviate the uncertainty they feel is not available. The dynamics of relationships with family and friends are affected by the experience of waiting for a kidney transplant. People can feel isolated from others leading a 'normal' life, while new relationships are developed within the medical team and community of dialysis patients.
donor while living on dialysis with ESRD changes a person's relationships.
Conclusions
Synthesized findings of the review conclude that people who are waiting for a kidney transplant from a deceased donor live with the physical effects of a life limiting chronic illness and dialysis therapy. Waiting for a kidney transplant is psychologically challenging. People waiting for a kidney transplant value knowledge, although the information they require to alleviate the uncertainty they feel is not available. The dynamics of relationships with family and friends are affected by the experience of waiting for a kidney transplant. People can feel isolated from others leading a 'normal' life, while new relationships are developed within the medical team and community of dialysis patients.
Implications for practice
There is limited evidence from the review to support the development of recommendations for clinical practice. Healthcare workers caring for people who are waiting for a kidney transplant from a deceased donor should be mindful of the physical and lifestyle effects of living on dialysis with ESRD. Wherever possible, information should be provided to alleviate the stress and anxiety related to the uncertainty of waiting. The experience of waiting is stressful and people waiting for a kidney transplant may require support and reassurance. It is important to recognize that there are people within communities who may also benefit from receiving information and encouragement. Significant community members should be included in invitations to appointments and education sessions with the consent of the person being treated.
Introduction Background
Chronic kidney disease (CKD) is a progressive, irreversible condition diagnosed on the basis of a reduced glomerular filtration rate (GFR), abnormalities in the composition of the blood or urine, or abnormalities in imaging. 1 A diagnosis of CKD requires a GFR of <60ml/min/1.73m 2 and the presence of kidney damage for a period of at least three months. 2 Chronic kidney disease is categorized into five stages based on the GFR. Stage five CKD is also known as end stage renal disease (ESRD) and is said to occur when the GFR is <15ml/min/1.73m 2 and when renal replacement therapy (RRT) is required in order to support life. 2, 3 Treatment choices for RRT include hemodialysis (HD), peritoneal dialysis (PD) or kidney transplantation. Kidney transplantation has been recognized as the best RRT in terms of morbidity, mortality and quality of life (QOL). 4, 5 At the end of 2013 it was estimated that over 170,000 people around the world were waiting for a kidney transplant. 6 Donor organs for kidney transplant are available from either a living or a deceased donor. 7 The process of transplantation from either a living or a deceased donor is protected with legislation including global agreements 13 and national and regional laws. [8] [9] [10] Some parts of the world allow the pre-emptive listing of patients to receive a deceased donor transplant before they start dialysis, while others, including Australia, do not allow patients to be put on a waiting list until they have commenced dialysis. 10 Because there are more people waiting than there are available organs, the waiting time is often prolonged for many years. Due to the nature of the organ allocation process it is possible, although rare, for a person to receive a donor organ after only a few months. 11 The average waiting time for a kidney transplant from a deceased donor ranges from 3.1 to four years. 11, 12 With other solid organ transplants such as liver, heart or lung, people die if an organ does not became available, but with kidneys, dialysis is able to maintain the patient's life for many years. 13 While it is positive that dialysis is available to keep a patient alive while waiting for a transplant, the length of time spent living on dialysis while waiting for a transplant has been shown to impact both physical 14 and psychological aspects of the QOL of patients. 15, 16 Studies have found that increased time on dialysis is a strong independent risk factor for increased patient mortality and graft failure following renal transplantation. 17 People on dialysis have been shown to have multiple stressors in their lives with depression thought to be the most common psychiatric abnormality. 18 Meta-analysis of 52 studies reporting on the QOL of people based on the different types of RRT indicated that scores for patients on dialysis (HD and PD) were lower, indicating a poorer QOL, compared to those with a functioning renal transplant. 19 There are a small number of qualitative studies exploring the experience of waiting for a transplant of organs other than kidneys [20] [21] [22] [23] [24] [25] [26] but this experience may be fundamentally different because transplantation of organs such as the liver, heart and lung are lifesaving procedures undertaken when there is an impending and significant threat to life. The experience of waiting in this context may not be the same as waiting for a kidney where life can be maintained with dialysis for an indefinite period of time.
Similarly, studies examining the experiences of patients waiting for a transplant from a living donor 27, 28 are also different to this population because the donor is usually known to the recipient, either a relative or someone with an altruistic motive for donating 29 , and the dynamics of the relationship between the donor and the recipient alter the experience of waiting. 30 Waiting for a transplant from a living donor is an active process with a finite goal, compared to waiting for the unclear, indefinite end point in the case of a transplant from a deceased donor. 31 Qualitative studies that have examined the experiences of people on dialysis who are waiting for a deceased donor renal transplant have shown that symptoms of anxiety and depression increase during the waiting period. 16 Although some primary research has been conducted on this population, these studies have not been systematically reviewed. The purpose of this review is to examine the existing evidence of patients' experiences of living on dialysis while waiting for a renal transplant from a deceased donor, in order to underpin the development of effective supportive interventions.
Prior to commencement of this review a search was performed through the Joanna Briggs Institute Database of Systematic Reviews and Implementation Reports, the Cochrane Library, CINAHL, Medline and PsycInfo to ensure that no such previous systematic reviews had been published.
Objectives
The objective of this systematic review was to synthesize qualitative evidence relating to the experiences of adults with ESRD who are on dialysis and waiting for a renal transplant from a deceased donor.
Inclusion criteria

Types of participants
This review considered studies that included adult patients who were aged 18 years and over when they started dialysis, in order to examine the experiences of adults rather than children or adolescents. It only considered studies including people who were waiting for a renal transplant from a deceased donor and who had been on dialysis (HD or PD) for up to 15 years. The advent of erythropoietin in the mid-1980s combatted the effects of anemia associated with ESRF and considerably improved the QOL of people on dialysis. 32, 33 Around the same time advances in immunosuppressive medication meant that transplantation became a feasible option with good outcomes for more people. 34 Therefore studies of people who have been on dialysis for up to 15 years were included, because people who were on dialysis for longer than 15 years may have had experiences that are not typical today. This review considered studies if it was evident from the participant selection information or findings section that participants were waiting for a transplant from a deceased donor. This review did not consider patients receiving dialysis for acute renal failure, patients who were waiting for a transplant from a living donor or people waiting for a pre-emptive transplant from a deceased donor.
Phenomena of interest
This review considered studies that investigated the experiences of adults who are waiting for a renal transplant from a deceased donor including the impact that waiting for a transplant had on lifestyle and day-to-day living.
Context
This systematic review considered studies involving adults with ESRF who were on either HD in a hospital or a satellite unit or at home, or on PD, and who were waiting for a kidney transplant from a deceased donor.
Types of studies
This review considered studies that focused on qualitative data including, but not limited to, designs such as phenomenology, grounded theory, ethnography, action research and feminist research.
Search strategy
The search strategy aimed to find both published and unpublished studies. A three-step search strategy was employed in this review. An initial limited search of MEDLINE and Embase was undertaken followed by an analysis of the text words contained in the title and abstract, and of the index terms used to describe articles. A second search using all identified keywords and index terms was undertaken across all included databases. Thirdly, the reference lists of all identified reports and articles were searched for additional studies. Only studies published in English were considered for inclusion in this review. Studies published from 1985 to 2013 were considered for inclusion, which reflected the advances in both dialysis and transplantation previously mentioned. The literature search was carried out in consultation with the librarian at Wollongong University. Separate search strategies were carried out for each database and references were entered into Endnote. All duplicate references were removed.
Method of the review
Papers were read in full and assessed by two independent reviewers for methodological validity using the Joanna Briggs Institute Qualitative Assessment and Review Instrument (JBI-QARI) (Appendix II) prior to their inclusion in the review. No disagreements between the reviewers occurred and therefore the involvement of a third reviewer was not required. In order to include only high quality studies, a cut off value of Mean minus one Standard Deviation was used.
Data collection
Data was extracted from papers included in the review using the standardized data extraction tool from JBI-QARI (Appendix III). The data extracted included specific details about the phenomena of interest, populations, study methods and outcomes relating to waiting for a kidney transplant. If participants in the study included both those waiting and those not waiting for a transplant, only findings that specifically related to waiting for a transplant were extracted. The level of credibility of the findings was deemed to be "unequivocal" where the finding was supported either by reference to comments made by the participants of by the use of direct quotations of the participant's words. Where the finding was made without reference to words spoken by the participants, but with logical progression from other findings and comments the finding was deemed "credible". In the two studies where all the participants were waiting for a transplant 35, 36 there was a total of eighteen findings of which 14 were "unequivocal" and four were "credible". In the other ten studies where the participants included both people waiting and not waiting for a kidney transplant 37-45 a total of fifteen finding were found relating to waiting for a transplant. One of these was a "credible" finding while the other fourteen were "unequivocal".
Data synthesis
Qualitative research findings were pooled using JBI-QARI. This involved the aggregation or synthesis of findings to generate a set of statements that represent that aggregation, through assembling the findings rated according to their quality, and categorizing these findings on the basis of similarity in meaning. These categories were then subjected to a meta-synthesis in order to produce a single comprehensive set of synthesized findings that can be used as a basis for evidence-based practice.
Results
Search results
There were 887 studies identified from the search strategy and 17 from other sources. Following removal of 33 duplicates the majority of the remaining papers were excluded based on a review of the title and abstract against the inclusion criteria. A total of 16 studies were deemed potentially eligible for the review and full text of these studies was obtained. The 16 studies were critically appraised for methodological quality using the JBI QARI critical appraisal checklist for interpretive and critical research (Appendix II). Based on the JBI-QARI assessment of methodological quality, the calculated mean quality score was 16.88 (SD 2.28) ( Table 1) , therefore the quality threshold score was calculated to be 14.6. Two studies with scores below the quality threshold were excluded.
46,47 A further two papers were excluded as two of the studies resulted in the publication of two papers each, 15 ,48 therefore only one paper for each study was included. This left a total of 12 studies included in the review. The search process for the review is included below in Figure 1 and the critical appraisal scores are recorded in Table 1 . Full-text articles assessed for eligibility (n = 16)
Full-text articles excluded with reasons (n = 4) 2x methodological appraisal value below minimum cut off score 2x studies published in duplicate papers Studies included in qualitative synthesis (n = 12) [35] [36] [37] [38] [39] [40] [41] [42] [43] [44] [45] 49 Of the 12 studies included in the review, two specifically stated that all the participants were waiting for a transplant. In the remaining ten papers the participants included both those waiting and those not waiting for a transplant. Therefore only findings that specifically related to waiting for a transplant were extracted from these 10 papers and included in the review.
The characteristics of each study are described in Table 2 . 
Categorization and synthesis of qualitative research findings
From the 12 studies included in the review a total of 37 findings were extracted (Appendix V) and aggregated to form 11 categories. From the 11 categories three synthesized findings (meta-syntheses) were derived as illustrated in Figure 2 -QARI graph. People who were waiting for a renal transplant from a deceased donor were suffering from ESRD and were on dialysis. All of the studies referred to the impact that living on dialysis had on the participants' physical wellbeing including their normal lifestyle and activities of living. This meta-synthesis was created from four categories: "physical health", mortality", "dependence and loss of control", and "restricted life" with a total of 10 findings.
Synthesized findings
Meta
Findings relating to physical health were reported in two studies. 35, 36 The physical symptoms of ESRD and the effects of dialysis included general lack of energy, fatigue, an altered sleep pattern, itching and restless legs syndrome, hypotension, dizziness, loss of appetite, nausea, vomiting, anaemia, weakness, breathlessness and general malaise. 35 Participants reported changes to their body image, particularly relating to the placement of the dialysis access and the symptoms of uremia.
35
Following on from the theme of physical health was the concept of mortality. Two findings from one of the studies showed that participants comprehended their own mortality and their dependence on RRT to maintain their lives 35 . They were also aware that transplantation could only be achieved by the death of a donor and so what they were waiting and hoping for could only be brought about by the death of another.
Two of the studies contained three findings related to dependence and loss of control.
36,44 Participants voiced their feelings of dependence upon people such as family, friends and hospital staff to cope with the dialysis regime, and also dependence on the dialysis machine in order to stay alive while they were waiting for a kidney transplant.
36
Loss of control is a concept that is similar to dependence. Participants reported experiencing loss of control in being unable to influence when a donor organ would become available for them.
44
Three studies reported findings related to life on dialysis while waiting for a kidney transplant being a restricted life. 36, 39, 42 People felt that while they were waiting for a transplant that their life was 'on hold'. 42 They were unable to travel freely as they were restricted by the dialysis therapy 36,39 and they guarded the days in between dialysis sessions in order to have a "normal" life.
36
Synthesized finding 2: The experience of waiting for a kidney transplant from a deceased donor impacts a person's psychological wellbeing This meta-synthesis was created from six categories containing a total of 23 findings: hope, uncertainty, knowledge, life losses, stress and anxiety, and character and state of mind. Findings showed that the experience of waiting for a kidney transplant from a deceased donor had both a positive and negative effect on a person's psychological wellbeing.
The most commonly reported finding was that waiting for a kidney transplant gave people hope. Eight studies reported findings relating to hope.
35-39,42-44 The expectation of getting a transplant one day helped people to cope better with the experience of living on dialysis while they waited. Findings showed that people believed their lives would return to normal after a transplant and that they would be able to resume all the normal activities that they could not do while they were waiting on dialysis.
Six studies reported findings about uncertainty. 35, 36, [38] [39] [40] 42 It is not possible to predict when a donor kidney will become available, so people who were waiting for a kidney transplant experienced feelings of insecurity and doubt about whether the transplant would ever happen and whether everything would go well when it did occur.
Because the thought of getting a kidney transplant gives people hope, the uncertainty surrounding when it will happen causes people to experience stress and anxiety while they wait. The two concepts are interrelated. Two studies reported findings about stress and anxiety.
45,49 If a kidney transplant was not valued so much, the ambiguity about timing would not have had such an impact on the people concerned.
Two studies reported three findings relating to knowledge. 35, 41 When the person learned more about renal disease, particularly the dialysis routine and kidney transplantation, they were able to cope better with the experience of waiting for a kidney transplant. Sources of knowledge mentioned were nephrologists, dialysis nurses and other dialysis patients 41 , although it was noted that information gained from other dialysis patients was often out of date and inaccurate.
Two studies reported three findings related to the concept of loss. 35, 36 These were lost time 36 , lost dreams 35 , and loss of income and financial independence. 35 All these contributed towards an overall sense of loss in the participants.
One study found that certain character traits helped some people cope better with living on dialysis and waiting for a transplant. 35 The ability to maintain a positive outlook was felt to be important in preventing depression while waiting for a kidney transplant.
Synthesized finding 3:
People who are waiting for a kidney transplant from a deceased donor place value on relationships and being part of a community. The experience of waiting for a renal transplant from a deceased donor while living on dialysis with ESRD changes a person's relationships
The third meta-synthesis is derived from just one category with four findings. 35, 36, 39 Families and relationships were a source of strength and encouragement 36 but ESRD and living on dialysis while waiting for a kidney transplant could have a negative impact on family relationships with some participants describing feelings of being a burden to their loved ones. 35 Waiting for a transplant caused people to feel isolated by the unusual situation they lived with. This made it difficult to form new friendships and led to feelings of loneliness.
39
Discussion
The aim of this review was to gain insight into the experiences of people who are waiting for a renal transplant from a deceased donor with the objective of creating evidence to underpin the development of interventions to improve the experience of waiting. The 12 studies included in the review generated 37 findings which were then developed into 11 categories and three synthesized findings.
The first synthesized finding showed that people who were waiting for a kidney transplant from a deceased donor were profoundly affected by the experience of living on dialysis with ESRD. The disease and resulting dialysis therapy both had a great impact on their health and normal activities of living. End stage renal disease is a chronic medical condition characterized by a decline in kidney function to a point where RRT, in the form of either dialysis or transplantation, is necessary in order to maintain life. 3, 55 The symptoms of ESRD include anaemia, itch, bone pain, hypertension, fatigue, decreased urine output, loss of appetite, oedema and breathlessness. 56 As well as symptoms of the disease, the effects of the dialysis therapy itself are also intense, including hypotension 57 , infection 58 and fatigue. 59 End stage renal disease is a chronic, life-limiting illness. The findings showed that people with ESRF have had to consider their own mortality and accept the fact that without dialysis their own kidney function is insufficient to support life. Linked with the experience of facing their own mortality, people waiting for a kidney transplant had an awareness that their transplant would only occur if somebody else died. "Somebody is dead and I'm alive with their kidney … that doesn't seem right to me".
35
In addition to the bodily effects of ESRD and dialysis, the findings also showed that dialysis therapy led to a restricted life with people feeling out of control and dependent on carers, medical staff and machines. The home-based dialysis therapies PD and home HD had been proven to provide the best outcomes in terms of patient quality of life. 60 However they are still time-consuming treatments that require a level of commitment and skill on the part of the patient. When transport and time spent waiting were added onto the treatment time for hospital-based therapies, all dialysis therapies could have a negative impact on normal activities of living. The length of time required to be spent in treatment affected a person's ability to maintain gainful employment. The ability to work was further restricted when medical appointments, emergencies and malaise were considered, as was the ability to go away on holidays.
36,39 For some people the restrictions on travel mean a separation from loved ones who live overseas or a long distance away.
42,49
The second synthesized finding is that the experience of waiting for a kidney transplant from a deceased donor had a psychological effect on a person's wellbeing. Often this was a positive effect with many of the studies reporting that waiting for a renal transplant gave people hope that dialysis would not be for ever.
35-39,43,44
People believed that when they got a transplant they could return to something like the freedom they had before they became unwell. "The hope of a kidney transplant provided the participants with the possibility of returning to a normal life in the future. In addition, it provided them with the strength to endure the experience of being a renal patient".
42
People waiting for a kidney transplant from a deceased donor experience high uncertainty. This includes uncertainty about both the timing and the outcome of the transplant. Uncertainty can result in people experiencing increased stress and anxiety, waiting and hoping for the transplant to happen but having no assurance. The median waiting time for a kidney transplant from a deceased donor ranges from 3.1 to four years. 11, 12 Study findings showed that providing people with information about average waiting times might contribute to increased psychological pressure. People learned from observation of others that waiting the average length of time did not always mean that it was their turn next. "I tried hard to keep up on the waiting list for many years; I feel aggravated sometimes. I have been on the transplant list for many years and nothing happened. I hope the next one may be me but I am always disheartened". 49 Study findings showed that people who were waiting for a kidney transplant gained a psychological benefit from the acquisition of knowledge. Knowledge helped them regain some level of control in their lives. Well informed patients were better able to make choices regarding their care while lack of knowledge was a source of anxiety and stress. In some senses the uncertainty experienced by people waiting for a kidney transplant resulted from a lack of knowledge. While it was not possible to provide all the facts and figures to alleviate these patients' fears, it was evident that people benefitted from having information made available to them. Health practitioners who cared for people waiting for a kidney transplant should recognize that being on the transplant list brought about both positive and negative feelings. The effect of waiting for a kidney transplant provided hope as well as uncertainty, stress and anxiety.
The third synthesized finding was that people who were waiting for a kidney transplant were part of a community and placed value on relationships with family and friends. The experience of waiting for a kidney transplant changed those relationships. Study findings referred to the participant's social networks of family, friends and the staff and other patients at the dialysis unit.
35,36,39 These communities were a source of strength and support for participants. Just as the participant had to adapt to the effect of living with ESRD and dialysis, the family members and friends also had to adapt, often taking on the role of carer for the person waiting for a kidney transplant. Some people accept and value these changes in the dynamics of their relationships. 35 The unusual situation of waiting for a kidney transplant meant that participants who were single found it difficult to establish relationships with new acquaintances, reporting feelings of loneliness and isolation.
36,39 Medical communities were another important source of support. People waiting for a kidney transplant from a deceased donor drew inspiration from positive relationships with friends, family members, other dialysis patients and healthcare workers.
Limitations of the review
Of the 12 studies included in this review, two included data that was entirely from people who were waiting for a kidney transplant. In the other 10 studies the participants included some people who were waiting along with some who were not. These studies were included in the review because some of the findings illuminated the experience of waiting for a transplant, but in order to exclude evidence from people who were not waiting for a transplant, only findings that specifically mentioned waiting for a kidney transplant were included in this review. This means that there may be more findings that provide evidence into the experience of waiting for a kidney transplant but which were omitted from the review because it was not possible to tell which category of participant the evidence came from.
Conclusion
There is little high quality evidence to describe the experiences of people waiting for a kidney transplant from a deceased donor. There are, however a number of high quality studies describing the experience of living on dialysis and many of these provide insights into the experience of waiting for a transplant. [35] [36] [37] [38] [39] [40] [41] [42] [43] [44] [45] 49 Synthesized findings of the review conclude that people who are waiting for a kidney transplant from a deceased donor live with the physical effects of a life limiting chronic illness. Dialysis therapy also causes physical side effects and restricts a person's normal life. Waiting for a kidney transplant is psychologically challenging. The transplant is hoped for as it is perceived as providing an escape from dialysis and a return to normal life, but the uncertainty surrounding the timing and outcome of the transplant causes people to feel anxiety and stress. People waiting for a kidney transplant value knowledge, although the information they require to alleviate the uncertainty they feel is not available. They exist in communities and value their relationships with others. The dynamics of these relationships are affected by the experience of waiting for a kidney transplant. People can feel isolated from others leading a "normal" life, while new relationships are developed within the medical team and community of dialysis patients.
Implications for practice
There is limited evidence from the review to support the development of recommendations for clinical practice. Healthcare workers caring for people who are waiting for a kidney transplant from a deceased donor should be mindful of the physical and lifestyle effects of living on dialysis with ESRD. Wherever possible, information should be provided to alleviate the stress and anxiety related to the uncertainty of waiting. Staff should consider that the experience of waiting is stressful and that people waiting for a kidney transplant may require support and reassurance. It is also important to recognise that people exist within communities who may also benefit from receiving information and encouragement. By acknowledging the importance of relationships to people who are waiting for a kidney transplant, healthcare workers should aim to include the patient's family and friends in their care and provide the best source of role modelling behavior Significant community members should be included in invitations to appointments and education session with the consent of the person being treated. (Level 1 evidence 61 )
Implications for research
Future studies should be undertaken exclusively with people waiting for a kidney transplant from a deceased donor. Qualitative research designs such a phenomenology and grounded theory could investigate the psychological experience of waiting, and the relationship between hope, uncertainty and knowledge. Quantitative studies using validated tools could also be conducted. By producing more evidence relating to this significant specific patient population, interventions to improve the experience of waiting could be developed and trialled.
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certainly did not appear to be a leading concern. Pg 204 Many felt grateful for the support they got from relatives and friends and for the care they got at the hospital. Pg 497
Hope is important … one participant intentionally tried to be optimistic, to hope for the best, to look on the bright side. For her hope also meant getting a kidney transplan. 1 Total lack of freedom The total lack of freedom was always present in the thoughts of the patients and they were forced to learn to live with it. The participants expressed that they did not Although these men suffered from a range of symptoms they generally tended to downplay them. The tendency to initially underestimate their symptoms probably reflects the fact that, as they live with the symptoms on an ongoing basis, they have become an aspect of their lives that are coped with in part by being "normalized". 
